Psoriasis is a long-term condition with a possibly cumulative life course impairment. Young people struggle to minimize its effects on appearance and functioning. To date, the self-management needs of adolescents suffering from psoriasis have been underinvestigated. Using focus groups and individual interviews, we present an interpretive description of young people's experiences of living with psoriasis, the challenges they face, and the support they need to relieve suffering and come to terms with their condition. This process is characterized by loneliness, the self-imposition of limitations, and the lack of personalized knowledge and communication skills to manage the impact of disease and society's reactions. Our study provides insight into needs of early interventions tailored to address condition, role, and emotional management, involving parent education, peer support, storytelling, and roles for professionals. We argue that further research should involve young people, their parents, and professionals in the development and evaluation of interventions.
Introduction
Psoriasis is a common long-term condition that primarily affects a socially important organ, the skin. Psoriasis is a global problem with at least 100 million individuals affected worldwide. It is most prevalent in northern Europe, where more than 3% of the population is affected (World Health Organization [WHO]; . Psoriasis can occur in all age groups, and 30% to 45% of affected persons experience onset before the age of 16 and another 20% before the age of 25 (Raychaudhuri & Gross, 2000; Swanbeck et al., 1995) . Skin symptoms include thick, red, and scaly plaques, which can cause pain, ache, and itch. Identifying the optimal treatment can be a lengthy process; and treatment can be burdensome, time-consuming, and associated with considerable side effects (Benoit & Hamm, 2007; Blome, Augustin, Behechtnejad, & Rustenbach, 2011) .
Psoriasis fluctuates throughout the life course and is associated with comorbidities including psoriatic arthritis, cardiovascular disease, metabolic syndrome, and Crohn's disease (Boehncke, Boehncke, & Schön, 2010) . Perhaps as strenuous as the physical affliction itself are the emotional and social burdens associated with the disease. Society's reactions to the appearance of psoriatic skin often result in social exclusion, which may be psychologically devastating for individuals and their families (WHO, 2016) .
Although the degree of severity of psoriasis during childhood is often mild, it may aggravate during adolescence (Tollefson, 2014) and become more severe and extensive with greater psychosocial impacts (Ferrandiz, Pujol, Garcia-Patos, Bordas, & Smandia, 2002) . Younger persons are more vulnerable to comorbidities (Bronckers, Paller, van Geel, van de Kerkhof, & Seyger, 2015) and cumulative impact on life course (Mattei, Corey, & Kimball, 2013) , but the adolescent population has received far less research attention than adults. However, a large study comparing children with and without psoriasis found an increased prevalence of depression and anxiety in pediatric psoriasis patients (Kimball et al., 2012) . Qualitative studies have identified a number of psychosocial challenges (Golics, Basra, Finlay, & Salek, 2009 ) concerning young people's struggle with appearance-related issues . A recent meta-analysis concludes that children and adolescents experience increased impact on health and quality of life (Randa, Todberg, Skov, Larsen, & Zachariae, 2017) .
As psoriasis is rarely life threatening, the socioeconomic burden of the disease is often underestimated. However, for several Western countries, cost-of-illness studies have shown considerable economic consequences for the affected individuals and society (Fowler et al., 2008; Kimball et al., 2011; Navarini et al., 2010; Sohn et al., 2006) . In Canada, psoriasis is estimated to be the costliest of all dermatological conditions due to its high prevalence, direct cost of disease management, and indirect cost associated with loss of work productivity (Levy et al., 2012) .
It has been proposed that persons with early onset of psoriasis have by far more difficulties in managing the disease through the life course (Rasmussen, Maindal, & Lomborg, 2012) . Although adolescents with long-term conditions have largely been overlooked, research throughout the last decade has pointed to the importance of developing young people's self-management skills and attendance to their need for self-management through support interventions (Sawyer & Aroni, 2005) . How successfully young people manage their disease through adolescence may affect their heath outcome in adulthood (Sawyer, Drew, Yeo, & Britto, 2007) and may be crucial to the extent to which they fulfill their life potential (Kimball et al., 2010; Mattei et al., 2013) . It was recently concluded that there is a significant lack of self-management focus in supportive interventions tailored to adult psoriasis compared with other long-term conditions (Larsen, Hagen, Krogstad, Aas, & Wahl, 2014) , and only one intervention study addresses adolescents' needs of educational support (Oostveen et al., 2013) .
The concept of self-management is based on the notion that self-management improves health and well-being and the recognition of the potential of user involvement to reduce health care utilization and health costs (Department of Health, 2005; Sundhedsstyrelsen, 2007) or at least pay back the money spent (Panagioti et al., 2014) . For conditions such as psoriasis, self-management may imply that people manage their health and wellbeing 99% of the time outside the health care system (Lhussier et al., 2015) . From a patient perspective, these day-to-day activities may be experienced as "a dynamic process of learning, trying and exploring the boundaries created by illness, and these activities will fluctuate as life and illness itself present new challenges" (Kralik, Koch, Price, & Howard, 2004, p. 265) .
Self-management support has been interpreted as activities aimed at enabling patients to perform three sets of tasks: medical management of the condition (condition management), carrying out normal relationships and activities (role management), and managing the emotional impact of disease (emotional management) (Lorig & Holman, 2003) . Supporting people to develop the knowledge, confidence, and skills they need to do so presupposes user involvement and must be tailored to the needs of the people using health services rather than provider-defined needs (Ahmad, Ellins, Krelle, & Lawrie, 2014) . No specific way of meeting people's needs for support is more important than others, but it is suggested that key components are provision of good knowledge, psychological strategies to support adjustment to illness, practical support, action plans, and social support (S. J. C. Taylor et al., 2014) . In addition, it is advocated that selfmanagement support requires a comprehensive approach that involves intervention at multiple levels; that is, at the level of health professionals, the health care system, and the patient to ensure the integration of such support into daily high-quality care (Ahmad et al., 2014 ; S. J. C. Taylor et al., 2014) .
Research within self-management support for young people with long-term conditions has so far focused mainly on condition management, adherence, and knowledge provision (Sattoe et al., 2015) , whereas the psychosocial aspects of living with a long-term condition during adolescence have received less attention, neglecting young people's lived experiences and context interaction (Bal et al., 2016) .
Self-management support for young people with longterm conditions is complex and conceptually different from support for adults. This is partly due to the personal developments particularly prevalent during adolescence, when young people have to incorporate their condition into their self and body image (Michaud, Suris, & Viner, 2007) . This process involves gradual changes in knowledge, attitudes, and behavior, and is influenced by parents, peers, and health professionals (Giarelli, Bernhardt, Mack, & Pyeritz, 2008) . From childhood, young people have usually been passive participants in terms of selfmanagement, and they need support to gradually develop autonomy and independence during adolescence stages (Sawyer & Aroni, 2005) . Studies examining young people's preferences in health care report that negotiating relationships with peers is a central aspect of adolescents' self-management (Olsson et al., 2003; Sawyer & Aroni, 2005; Sawyer et al., 2007) . Young people need a safe place where feelings, experimental knowledge, and ideas can be shared with other young people in similar situations or with healthy peers, contributing to identity formation and development of self-management skills (Commissariat, Kenowitz, Trast, Heptulla, & Gonzalez, 2016; Kirk, Beatty, Callery, Milnes, & Pryjmachuk, 2010) . Finally, young people also value engagement from health professionals, including a trustworthy partnership, and need settings where illness management and experiences are normalized (Kirk, Beatty, Callery, Milnes, & Pryjmachuk, 2012) .
Given the assumed relationship between early onset of psoriasis and health outcomes, and the lack of self-management support interventions tailored to young persons with psoriasis, we posit that young people's experiences may help health care professionals understand young people's need of self-management support interventions in this early part of a life course with psoriasis. The aim of this study was to understand young people's perspectives on daily life with psoriasis and to discuss their needs for self-management support. These insights may serve as the basis for improvement of health care delivery in a more person-centered and youth-friendly manner to provide better and more efficient care for these young patients.
In this article, "adolescents" are defined as those people between 10 and 19 years of age, "young people" as 10 to 24 years old (WHO, 2014) .
Method
Interpretive description (ID), a qualitative research strategy, was used in this study. ID is an inductive approach inspired from grounded theory, ethnography, and phenomenology (Thorne, 2016; Thorne, Kirkham, & O'Flynn-Magee, 2004) . We chose ID drawing particularly on its claim that knowledge development in relation to a clinical phenomenon must be grounded in data and contribute to new insights informing clinical field, rather than be of primarily theoretical interest (Thorne, Stephens, & Truant, 2016) . ID is a noncategorical approach that allows researchers to draw on a combination of different data collection methods appropriate for the study-in our case, focus group discussions, individual interviews, and questionnaires regarding demographics and disease-specific questions. Our inquiry adhered to the basic principle of symbolic interactionism that notions of self, the world, and social action are constructed and change through social interaction (Blumer, 2005) .
Sampling and Material
Our study sample was based on a purposive strategy (Thorne, 2016) and comprised of young people with at least 1 year of experience with psoriasis, aged 15 to 24 years, speakers of Danish, and wished to participate either in the focus group discussions or individual interviews, if they were too uncomfortable with participating in group settings. Recruitment was facilitated by gatekeepers (nurses and doctors) at outpatient clinics at a Danish university hospital and dermatologists from clinics in the nearby area. We sought for age and gender variation and identified 22 females and 21 males, of whom 36 (21 females and 15 males) accepted the invitation. Due to practical reasons, we had to prioritize age diversity to gender diversity, and as a result, 25 young people, including eight men and 17 women, participated.
Ethical Considerations
The Danish Data Protection Agency approved the study protocol Helsinki, 2010) , informed oral and written consent was obtained. We made oral contracts to ensure participant confidentiality in the focus group settings. Ethical issues with regard to young people's involvement in research were considered (Lees et al., 2017) . The participants were reminded that their participation was voluntary.
Data Collection Method
Focus group discussion is considered a suitable data collection strategy for vulnerable subcultures (Woodyatt, Finneran, & Stephenson, 2016) such as young people Krueger & Casey, 2009) . A secure sense of community was established as this is considered a precondition for focus group discussions being a powerful tool for promoting understanding of how a homogeneous group of young people think, feel, and speak in relation to a subject of interest: in this case, being young with psoriasis.
Twenty-one subjects participated in the focus group discussions, with six to eight participants in each age group. The age groups were (A) 15 to 17 years old (two males and six females), (B) 18 to 20 years old (six females), and (C) 21 to 24 years old (four males and three females). A limited participant age range is an important factor for success in focus group research with adolescents (Krueger & Casey, 2009 ). Consequently, we strove for an age range not exceeding 2 to 3 years among the participants in each group. The actual range was 2 years and 8 months for Groups A and B, and 3 years and 2 months for Group C.
Focus group discussions were held in the evenings in pleasant and relaxed settings and each lasted approximately 2½ hours. Gitte Susanne Rasmussen served as moderator and had no previous relationship with the participants, but was familiar with the clinical setting. A specialist in group dynamics with no previous knowledge of psoriasis served as comoderator.
A funnel-based questioning route was developed (Krueger, 1997) , designed to ensure an initial loosely structured approach that encouraged a free discussion among the participants based on initial broad questions progressing toward a more structured discussion (see Table 1 ). The scope of the questions was informed by the aim of this study and relevant literature. During the focus group discussions and interviews, participants were encouraged to raise any other issues that they considered important in relation to living with psoriasis.
Four young people participated in individual interviews (two males and one female in age Group B and one female in age Group C). Gitte Susanne Rasmussen conducted these interviews guided by the topics used in the focus group discussions. To deepen the understanding developed in the group discussions, follow-up interviews were conducted with two focus group participants due to their explicity during group discussions about how to overcome feelings of being different and manage society's demand of information; a dimension of life with psoriasis which all study participants found challenging and difficult to talk about.
Immediately before the focus group discussions and individual interviews started, the participants filled out a questionnaire on sociodemographic and psoriasis-specific information (see Table 2 ). The answers contributed to the analysis process by deepening the understanding of distinct characteristics of study participants.
Data Analysis
Following ID methodology, inductive analysis includes comprehending, synthesizing, theorizing, and recontextualizing (Thorne, 2016) . To facilitate early data analysis, the focus group discussions and individual interviews were digitally recorded and transcribed verbatim in Danish as the study was progressing. Reflections on what had taken place produced detailed field notes and notes about potential analytical insights. This approach helped us compare elements throughout the data construction and analysis processes as well as informed the subsequent focus group discussion or interview. Each age group was analyzed as "a case" including data from focus groups, individual interviews, and results from the questionnaires. NVivo software (Binderkrantz & Bøgh Andersen, 2009 ) was used to organize and manage the data. Gitte Susanne Rasmussen performed most of the analysis, assisted by Kirsten Lomborg. The analytical process was supported by discussions with Knud Kragballe and Helle Terkildsen Maindal. The analysis was performed in Danish and then translated into English.
Immersion in the data was achieved by listening, reading, and rereading the transcripts to become familiar with and comprehend each case before breaking data into parts. To facilitate this and the synthesis process that followed, we performed naïve written analysis of each case for further contrasting and comparison. Data segments from these "prose texts" were extracted and served as initial broad coding scheme. These were the first years with psoriasis, challenges in everyday life, meeting the health care professionals, and a long road toward acceptance of psoriasis. Through this iterative process, a sense of the whole was developed, and the material was then more formally coded and organized. We critically appraised relationships within the data and generated the themes and subthemes that seemed to be most important for the participants. The analysis process was concluded by conceptualizing findings in an interpretive structure concerning important dimensions in the participants' perspectives on living with psoriasis.
Findings
The analysis sheds light on the participants' experiences through a timeline-based journey. Underlying all accounts was their struggle with coming to terms with psoriasis to some extent. This struggle included emotional strain when first experiencing the disease, a lonely course of treatment, normalizing feelings of being different, and a constant dilemma between a wish to conceal their disease and being on public display. In the following, we will elaborate on the main findings.
There Is Always "A First Time"
Participants with onset of psoriasis in childhood recalled having had the disease earlier. They remembered "hullabaloo in the bathroom every evening" (Male, Group C), but had not quite understood what was going on or why it might be problematic. "I did not at all think about the fact that I might look ugly or something" (Female, Group B). This picture changed radically during adolescence in connection with a substantial flare-up of psoriasis. They experienced that their life had been distorted, and this was violent and frightening:
It really meant a lot to me when I had my . . . second flare-up . . . when I was 13 years old. I was almost totally covered, also part of my face. It was sort of huge. It was almost like falling into a hole. I couldn't sort of really keep up with the others anymore. [ . . . ] Well, I just thought I was so disgusting, and . . . didn't want to say anything in public and just wanted to go into hiding as much as possible. (Female, Group B) For these participants, the first substantial flare-up of psoriasis in adolescence was described as their very first experience of psoriasis. "I think that, when I was a kid, I didn't think much about the fact that it was something that I could have for the rest of my life . . . I got it when I was 15!" (Female, Group A). This first-time experience for participants with onset of the disease in childhood closely corresponded to the experience for those with actual onset during adolescence. For all of them, the first-time experience was characterized by shock and disbelief, as psoriasis made their bodies look strange and totally different from their peers. Even for those with a family history of psoriasis, it was frightening to watch their body getting "wrecked", as they had not necessarily seen their family members' skin. As one of them put it, "You don't just walk up to your grandfather and pull up his shirt" (Female, Group B).
All Alone With the Disease
Loneliness was the predominant feeling in the period following the first-time experience. "You feel totally alone-it's this feeling of being the only person in the whole world" (Male, Group A). Participants tried to understand the changes to their body and had to deal with existential considerations. They experienced that their bodies had been invaded and could not recognize themselves, for some resulting in a feeling of being almost forgotten or abandoned by peers and friends. Another fundamental feeling from this period was that nobody would ever like them, meaning that they would never achieve being in a relationship or having a family. Consequently, they lost faith in their future and could not imagine having to live with psoriasis. In this period, they experienced that nobody helped them and felt that they had to undertake this challenging task alone.
My best friend as well didn't know that I had psoriasis before I had sort of found out what it was, what could be done about it, and why. I had to get this thing straight in my head before I could go out and share it with other people.
(Female, Group C)
Participants described how society's reactions and their own sense of other people staring at, or withdrawing from, them contributed to intensifying and even prolonging their feeling of loneliness. For the few participants who had experienced severe bullying during childhood, loneliness became chronic. They were not able to establish friendships during adolescence and felt that their bodies had become "crooked" (Female, Group A).
Meeting the health care system magnified their feelings of being alone. None of them had met other young people during their visits to the clinics, and only one of them had seen another person with psoriasis in clinics or during hospitalization. For most of them, the focus group discussions represented their first opportunity to meet other young individuals with psoriasis. They had heard about fellow sufferers, but, as they put it, "Where are they?" Seeing a range of dermatologists during a course of treatment was emphasized as being a major problem. It meant that the participants received varying or contradictory information and generally experienced treatment options to be offered rather randomly.
I think that it was extremely confusing to go to these meetings, because you had a new doctor each time, and they told you something new each time. Suddenly, you had to use another lotion than the one you had been using so far, then another new lotion. And you should never apply it the same way. [ . . . ] It was totally different. (Female, Group B) Participants called for more engagement from health care professionals. It was essential for them to build relationships with health care professionals that enabled them to really believe that somebody would want to help them. They also wanted the professionals to involve them as persons and not only focus on their disease. When participants experienced lack of continuity, receiving confusing information, limited treatment effects, and, first and foremost, lack of trustworthy relationships, they lost faith in the health care professionals and felt that they were struggling to manage their condition on their own.
The participants' experience of a lonely course of treatment was magnified by their parents appearing just as confused about the options offered by the health care system as the participants themselves. It was highlighted how parents, largely mothers, were supportive when going "into combat" with the health care system, arguing for the best possible treatment for them. However, when parents were unable to gain insight into how the disease affected them and were unable to provide support, the participants found it challenging to meet health care professionals, especially when they reached the age of majority (18 years) and had to make decisions on their own. With a touch of humor, it was suggested that parents would benefit from meeting other parents to learn about how psoriasis affects young people.
Different From the Normals
For all participants, the heaviest burden was that psoriasis "hangs like a shadow over your self-confidence" (Male, Group C). Self-confidence was closely associated with their appearance, with psoriasis affecting the aesthetic dimension of their identity.
I don't have cancer, I can walk, I can breathe, and all that stuff. Well, the only reason I get so . . . angry at psoriasis is that it affects how I look. I would have been able to live with fever and a weak immune system, and a bad liver and a bad heart-it sounds so stupid when you say this, but anyway, I would almost prefer that to feeling ugly. And it's probably just because I'm still a teenager, but I have had a hard time with my appearance for a really long time now. (Female, Group B) Participants made the point that, in youth culture, you must look normal, beautiful, and perfect. You must be "on top of things." You expect that from the others, and others expect it from you.
I have a picture of myself as a strong person who is fit and good-looking and is on top of everyday life. So, generally a perfect picture of the . . . modern human being, I would say. For me, it's important to maintain that picture. [ . . . ] So, the disease can spoil the picture that you create of yourself. (Male, Group B) Appearance meant everything to them during this period, and psoriasis disturbed the construction of their body image. They were constantly thinking about their skin, hair style, and choice of clothes. Being normal was considered equal to perfect-and because they had psoriasis, they could never hope to be normal.
They took great steps to try to hide themselves, constantly feeling that they were on public display. Psoriasis, thus, became a dominant and severely limiting impact on their lives, influencing their conduct and approach to practically all activities. They would not initiate an activity until they had prepared proper concealing mechanisms. If they did not have the strength to do so, they would refrain from such activities.
In addition to the aesthetic dimension of psoriasis, participants felt limited by itch, pain, or soreness in the skin, and had to plan job, leisure activities, or clothing in concordance with necessary skin, joint, and nail protection. These restraints also became a mental limitation because they were constantly kept aware that their skin was "revolting" and ". . . it reminds you that you have the disease all the time" (Male, Group B).
From this period of time, when the body was central to the development of their sense of self, they had strong accounts about self-condemnation. This caused them to be less spontaneous pursuing sexual relations or abstain from such relations.
You Simply Don't Talk About That
Feeling different and measuring themselves against the unachievable ideal of normality resulted in other pervasive limitations. They chose not to talk about the disease, as they were fully convinced that nobody would understand their situation. Talking to people who did not have the disease, "the perfects," seemed meaningless to them. However, they experienced society constantly demanding reassurances that they were not contagious. This never allowed the disease to slip into the background and confirmed to them that they were not fully worthy.
I got diabetes half a year before I found out that I had psoriasis. And at that point, people were just fine [ . . . ] "May we have a look when you take your medicine?" [ . . . ] But when it came to psoriasis, it was like people distanced themselves a little from it. I could sort of sense that when you started to talk about something visible, the conversation was totally cut off. The worst thing . . . yuck, I really hated it, was: "Is it contagious?". [ . . . ] That really hurt. (Female, Group A) Participants highlighted the importance of being able to communicate with "non-insiders" and expressed the need for a repertoire of phrases in a clinical, neutral language to help them explain psoriasis to other people. As a supplementary strategy, they used alternative words for psoriasis such as "eczema," which sounded better to them and allowed them to preserve a degree of normality.
If people ask me if I want to join them to go to the local swimming pool, I promptly say: "No thanks, I simply can't." I eventually learned to say that it's because I have psoriasis, but earlier on I invented an excuse because I felt bad saying the word. (Male, group C) This left them with another dilemma: They could choose between expanding their social relations and being forced to inform constantly about the disease or limiting their social relations to the few individuals who had experience of the disease or had known them before the disease appeared.
Just as the participants had been hiding their spotted skin, they were concealing their feelings about psoriasis. The process of articulating themselves in the focus group discussions contributed to the construction of a group identity that most of them had never experienced before. This community appeared to help the individual participants to express their feelings and discuss in a safe place with those who understood.
A Long Way Toward Being Me With Psoriasis
Participants felt that it was difficult to accept the impact of psoriasis on their bodies and social lives. None of them had any positive associations with the disease-they all thought that it was awful. Even after many years with the disease, they sometimes thought "go away now, go away now." Some participants described the process of coming to terms with psoriasis as an uphill struggle. This process seemed to include assuming personal agency and involved a combination of psychological maturity and familiarity with psoriasis. A first step was realizing that psoriasis and treatment would be lifelong, and that some of the limitations they experienced had been imposed by themselves and might be overcome.
You can only know . . . that you will have it forever [laughs]. That's the worst thing. I think, the most difficult part when you get it that way, when you are so young, is the thing . . . you have to accept . . . that my life is only as different as I allow it to be. That, I think, is the hardest thing to accept, anyway. But as soon as you have passed that point, it gets easier. (Female, Group B) Part of this process of acceptance had to do with acquiring personal knowledge of how psoriasis affected their body and treatment possibilities, and gaining practical experience of how to manage various social situations.
It is not until you are well on the way towards learning to know yourself, and feel fine with it, that you are able to talk about it. It is a struggle to get to being with other people, because you feel like someone who is away from other people. (Male, Group A) Knowing that they simply had to inform people in their surroundings about psoriasis was a huge hurdle. Sharing experiences with peers was mentioned by most participants as desirable, provided that the peers were positive role models and gender/age congruent. This was confirmed by the few of them who had participated in sessions for young people facilitated by the Danish psoriasis association.
Some participants mentioned that they were able to downplay appearance when developing greater autonomy, so that other qualities such as personality became more important. It was a matter of constructing their identity as being valuable because of their personal qualities before they could start coming to terms with having psoriasis. When they were able to say that "I am me now . . . no matter how you look, you can be all right on the inside" (Male, Group A), they were on the right path.
Discussion
Our findings provide important insights into young people's perspectives on life with psoriasis, characterized as an ongoing process with several interrelated dimensions showing how participants often felt alone in their management of the disease. The findings indicated that lack of emotional and social support, continuity, and trustful relationships with health care professionals might compromise young people's development of sufficient knowledge and skills to manage their condition as well as skills to manage the emotional impact of their disease and their relationships.
It should be acknowledged that the first-time experience of psoriasis is not necessarily synonymous with the first clinical manifestation but with the time when young people truly recognize the disease and its consequences in daily life. This reflects that psoriasis tends to destabilize into more widespread involvement during adolescence (Tollefson, 2014) . Regardless of onset time and family history, the experience of psoriasis in adolescence was identified as a major burden. Similar to the experience of living with type 1 diabetes (Piana et al., 2010) and juvenile idiopathic arthritis (Cartwright, Fraser, Edmunds, Wilkinson, & Jacobs, 2015) , the onset of psoriasis is difficult for young people to manage over and above normal adolescence concerns. A suddenly altered appearance may be even more alarming when it happens in the period between late childhood and early adolescence when the body concept and concept of self are particularly relevant (Koblenzer, 2005) . In this period, altered skin is not accepted as a normal part of the self and is, therefore, terrifying, especially when knowledge and understanding of psoriasis are sparse. The first-time experience, thus, becomes a momentous point in the development of each individual's beliefs about illness. It is stated that this conceptualization situated in the wider social context influences both well-being and how young people practice self-management (Law, Tolgyesi, & Howard, 2014) . This nuanced understanding of illness onset and the possible resulting emotional strain calls for attention at a very early stage.
As adolescence is regarded a period of life when loneliness is particularly prevalent (Heinrich & Gullone, 2006) , feelings of loneliness with psoriasis may be expected. However, evidence indicates that severe loneliness affects an adolescent's social, emotional, and cognitive functioning (Mahon, Yarcheski, Yarcheski, Cannella, & Hanks, 2006) . Loneliness due to hospitalization or treatment may be damaging for young people with longterm conditions due to disruption of relationships with peers (R. M. Taylor, Gibson, & Franck, 2008) . For our participants, however, disruption was caused mainly by their own conception of psoriasis as being repulsive and socially undesirable.
In our study, participants often felt left alone with their experience and had to manage their condition from a position of ignorance or misunderstanding. This was repeatedly explained by meeting a variety of dermatologists, which prevented the development of relationships that could provide knowledge and emotional support. This may be particularly pertinent in a Danish context where treatment of children and young people with psoriasis is primarily provided in adult care, although such discontinuities are also evident in a British study . Regardless of context, this may be problematic for health outcome, as access to knowledge about the disease, learning to understand health information well enough to know what to do, and the ability to engage with health care professionals are fundamental to the development of health literacy throughout life course (Sorensen et al., 2012) , which is a precondition for self-managements skills at the individual level.
It is a matter of concern that young people with psoriasis experience family and not least health care professionals tending to underestimate the impact of psoriasis on their body, sense of self, and social life, thereby failing to offer appropriate support. An explanation may be that, until recently, there has been little awareness of psoriasis among health care professionals (Augustin et al., 2012) . With regard to prevention of long-term impairment, our findings highlight the urgent call for early interventions for both young people and their parents. Primarily, our study indicates that health care professionals should acquire a more in-depth understanding of young people's individual experiences and needs. Should health care professionals adapt more youth-friendly care (Kirk et al., 2012; Michaud, Suris, & Viner, 2004) , young people with psoriasis may be more likely to feel that health care professionals take them seriously, listen to them, involve them, and focus on them instead of the disease.
Consistent with the findings of the study by , participants demonstrated how a number of chosen self-management strategies designed to normalize or minimize the impact of psoriasis on their appearance affected self-confidence and limited social functioning. There is agreement in the literature about associations between appearance-related concerns, self-confidence, and difficulties in social management during adolescence (Rumsey & Harcourt, 2007) . Associations between increased self-consciousness and fear in social relationships, resulting in young people with visible differences becoming preoccupied with their appearance, have recently been described (Williamson, 2014) . Such preoccupation is an important factor to be considered in clinical practice at an early stage, as it may result in lack of self-confidence and cause young people with psoriasis to try to manage social distress by removing themselves from their peers, thus leading to selfimposed social isolation.
As participants disliked talking about psoriasis, another self-management strategy used was avoiding communication. This concealment strategy is similar to what has been reported in studies on how to help young people with long-term condition make sense of being different (Cartwright et al., 2015; R. M. Taylor et al., 2008; Tong, Jones, Craig, & Singh-Grewal, 2012) . Across conditions, voluntary decisions about disclosure seem to support young people's feelings of being in control, helping them transform illness experiences into positive identity development (Cartwright et al., 2015) , and providing them with positive experiences in sharing a diagnosis with peers and friends (Commissariat et al., 2016) . This appeared not to be the case for participants in our study. Our findings indicate that for young people with psoriasis, disclosure of the disease is not a question of voluntariness; rather, it is a response to a demand from society to be secured against contagion. Participants understood this demand, but informing society about psoriasis remained a burden and was rarely associated with positive experiences.
In the process of coming to terms with psoriasis, the young people struggled with their emotional adjustment to the disease. It seems important to acknowledge how lack of self-confidence and communication skills regarding psoriasis tends to increase isolation from peers, thereby threatening harmonious development of the body and self. It has been suggested (Commissariat et al., 2016 ) that normalizing and finding meaning with a disease is important for health care professionals to keep in mind, as successfully integrating illness into a positive self-identity may improve role management and make young people less sensitive to perceived stigma. Consequently, development of skills to manage social roles should be an important component of support interventions (Griffiths, Williamson, & Rumsey, 2012) .
These findings add to the growing evidence that group approaches, peer support face to face or virtually, provide young people with long-term conditions with a sense of community and are important mechanisms for learning about long-term conditions and self-management through shared experiences, information, and strategies (Bal et al., 2016; Kirk et al., 2012) . Peer support is crucial for young people with psoriasis, given that the most important selfmanagement skill to imbue in young people with visible diseases is the ability to communicate in a normal way about their condition (Griffiths et al., 2012) . Peer support has mainly been considered an activity taking place outside the clinical context. A future challenge for the health care system will be integrating this kind of support into high-quality routine care (S. J. C. Taylor et al., 2014) .
During the process of expressing themselves in focus group discussions, the participants in our study shared their personal narratives. Storytelling facilitated their understanding of being ill by finding and assigning meaning to psoriasis in relation to their stories, worlds, and lives. Other research suggests that storytelling has the potential to involve patients in their care as it helps them identify their needs as well as reveal gaps in knowledge and skills in a safe and supported environment (Gucciardi, Jean-Pierre, Karam, & Sidani, 2016) . Within type 1 diabetes research, storytelling has proved useful both in group settings (Piana et al., 2010) and individual settings (Castensoe-Seidenfaden et al., 2017) . It has been suggested that storytelling may be considered promising in future outpatient clinic in terms of setting the agenda and providing a platform for communication about issues that otherwise could be difficult to mention, helping young people become decision makers and communicate about conflicts between their lives and their disease (Husted, Esbensen, Hommel, Thorsteinsson, & Zoffmann, 2014) .
Although there is some evidence to inform the development of self-management support programs to young people with long-term conditions, further research is needed to tailor such individual and group-based interventions for young people with psoriasis and their families. To ensure feasibility to real-life settings, future support interventions should involve young people, their parents, and health care professionals in the modeling and evaluation (Kirk et al., 2013; Richards & Hallberg, 2015; Stenberg & Furness, 2017) .
Finally, as our findings show, self-management is ongoing beyond the clinical encounter. This presents challenges for health care professionals with regard to the support they are able to provide during their limited time with young patients with psoriasis. Understanding selfmanagement as relational in nature (Ahmad et al., 2014) calls for new roles for health care professionals, different consultation forms, advanced communication skills, and better alignment with young people and their families.
Methodological Consideration
In accordance with the ID approach, the sample was purposive. Although our sample had considerable variation in age, time since onset, and comorbidities, thereby contributing to a diversified understanding within the context of adolescence experience, the majority of the participants were recruited at hospital settings. This might mean that individuals who needed most help may have been more inclined to participate, and that the findings reveal the story of young people with severe psoriasis. However, in our study, the experiences of an altered appearance and the impact on self-confidence were shared by all participants regardless of severity. The extent and severity of a visible condition are not good predictors of how young people manage these challenges (Rumsey & Harcourt, 2007) . Instead, each young person's subjective assessment of visibility is more useful.
The young people in our study constructed their experiences of psoriasis mainly within the context of the focus group discussions. Interactions between participants can be a limitation with potentially negative effects, for example, when a participant feels intimidated by another participant or the focus of the discussion is shifted by a participant. We observed no intimidating atmosphere but found participants who adhered to the agenda and were happy to meet, perhaps for the first time, others with psoriasis. The focus group discussions were characterized by dynamic conversations and serious attention to the small tasks we set. This was due to clear agenda setting as well as the participants taking responsibility for group dynamics.
An ongoing and well-founded criticism of articles reporting on focus groups as a data collection technique is the lack of sufficient description of the analysis (Carey, 2016) . To enhance the rigor of the analysis and make decision making transparent, we used memos and visual mapping to trace the process. We increased the trustworthiness of the interpretations through discussions and by working iteratively between the interview texts and our interpretations, using quotes and examples to illustrate our interpretation.
A limitation might be that even though the participants revealed a complex range of support needs during adolescence, our findings do not provide insight into the needs at the specific age stages. In future research, a developmental perspective is recommended to promote understanding of young people's needs related to the various stages of adolescence (Michaud et al., 2007) . Future adolescent psoriasis studies might benefit from larger study samples.
According to the participants, their parents were either supportive, not supportive, or, for some of the oldest participants, unimportant in relation to self-management activities. Because self-management should be understood in a wider context, it is likely that interviews with family members would provide deeper insights into young people's support needs. There is some indication that parents who attend support groups become more active in supporting young people's independence and transition (Heath, Farre, & Shaw, 2017) .
However, our findings provide useful insights for future efforts in self-management support provision to young people with moderate to very severe psoriasis. The findings are potentially transferable and valuable to a broader context of young people with psoriasis, in that, they reflect research into young people with longterm conditions, in general, and visible differences, in particular.
Conclusion
This study draws attention to how young people with psoriasis and their families could benefit from increased awareness of the young people's needs and experiences within daily routine care. Looking different can have profound psychosocial impacts that are dependent on the value placed by individuals on appearance compared with other aspects of their selfimage. Interpersonal competencies are particularly beneficial for young people with psoriasis, especially communication skills about their condition and related emotions. The different dimensions of young people's ongoing attempts to come to terms with psoriasis described in this article indicate, for those responsible for planning interventions, the importance of a broad approach to self-management. This includes development of new roles for health care professionals, different consultation forms, and alignment with young people who act as collaborators in their own support processes.
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